Aims and objectives: To explore the illness experiences of older patients with latestage chronic obstructive pulmonary disease and to develop knowledge about how patients perceive their preferences to be taken into account in decision-making processes concerning mechanical ventilation and/or noninvasive ventilation.
| INTRODUCTION
Chronic obstructive pulmonary disease (COPD) is an incurable, progressive illness characterised by airflow obstruction and respiratory failure, in addition to a high degree of suffering, impaired functional capacity, poor quality of life and eventual death (Patel, Janssen, & Curtis, 2012) . Most of the patients suffering from this disease will occasionally experience acute exacerbations. Acute exacerbation can be life-threatening, and patients with severe COPD are likely to receive intensive care during the later stages of the disease, including mechanical ventilation (MV) and noninvasive ventilation (NIV) (Global Initiative for Chronic Obstructive Lung Disease (GOLD) 2015). NIV is a method of providing ventilatory support via a mask without an endotracheal tube. This treatment improves gas exchange and is increasingly used as an option of last resort for patients who are dying of respiratory failure (Azoulay et al., 2011) . Research highlights that 20%-30% of patients with COPD who are treated with NIV also need MV treatment once or more (Goodridge, Duggleby, Gjevre, & Rennie, 2009 ). However, uncertainty remains both as to whether NIV relieves subjective dyspnoea and regarding the extent to which patients experience the treatment as an extra burden in an already stressful situation (Smith, Davidson, Lam, Jenkins, & Ingham, 2012; Torheim & Gjengedal, 2010) .
Even though the prognosis is about the same for COPD as it is for lung cancer, patients with COPD rarely receive planned palliative and end-of-life care (EOLC) (Janssen, Wouters, Schols, & Spruit, 2013; Lal & Case, 2014) . Relatively few studies have examined patients' preferences with regard to care during the later stages of COPD (Bereza, Troelsgaard Nielsen, Valgardsson, Hemels, & Einarson, 2015; Momen, Hadfield, Kuhn, Smith, & Barclay, 2012) , and little is actually known about how patients experience receiving NIV (Smith, Agar, Jenkins, Ingham, & Davidson, 2016; Smith, Davidson, Jenkins, & Ingham, 2015; Sorensen, Frederiksen, Groefte, & Lomborg, 2014) . One area of concern therefore is whether patients have more interventions like NIV treatment and hospital admissions towards the end of their lives than they want or than are appropriate (Carlucci et al., 2016; Dretzke et al., 2015) . Improved understanding of the patient experiences can help caregivers to better respond to the complex interplay of evidence, clinical need and patient preference. This is especially important as the one-year survival rate for hypercapnic respiratory failure following NIV is~50% (Chu et al., 2004; Titlestad, Lassen, & Vestbo, 2013) . This mortality rate highlights the challenges healthcare providers faced when it comes to prognosis and decision-making regarding treatment options like NIV, and studies show that there is a wide variation in intubation and intensive care admissions decisions among physicians (Gaspar, Alfarroba, Telo, Gomes, & Barbara, 2014; Jerpseth, Dahl, Nortvedt, & Halvorsen, 2016a) . This amplifies the need for a clear discussion about decision-making when the patient is in a stable phase. Advanced care planning (ACP), which involves patient-clinical communication about end-of-life care, can improve outcomes for patients and their families (Patel et al., 2012) . This can include discussion of individual's understanding of their diagnosis and prognosis, any concerns and preferences and wishes for care and treatment in future (MacPherson, Walshe, O'Donnell, & Vyas, 2013) . 
| BACKGROUND
The disease trajectory for patients with COPD involves years of chronic illness with periods of exacerbation and acute ventilatory failure. More than 60% of patients hospitalised due to acute exacerbation of their COPD are readmitted within a year. The need for repeated hospitalisation is associated with marked reductions in patients' quality of life, as well as higher mortality rates (GOLD 2015) .
Reduction of quality of life is often characterised by physical symptoms such as breathing problems, exhaustion and pain, compounded by comorbidity and psychological distress, including anxiety, depression and social isolation (Disler et al., 2014; Janssen, Wouters, & Spruit, 2015; MacPherson et al., 2013; Patel et al., 2012) . Breathlessness is a common, complex symptom of COPD, with a prevalence of up to 94% in late-stage COPD (Blinderman, Homel, Billings, Tennstedt, & Portenoy, 2009; Currow et al., 2010) .
Treatment for late-stage COPD is largely focused on reactive symptom control of acute exacerbation instead of planned palliative care.
Treatment with NIV plays a definite role in the management of acute hypercapnic respiratory failure and acidosis, and the use of NIV treatment has been shown to reduce rates of both intubation What does this paper contribute to the wider global clinical community?
Chronic obstructive pulmonary disease (COPD) is currently the fourth leading cause of death in the world. It is projected to be the third leading cause of death by 2020.
• This paper provides understanding and knowledge regarding the patients' experiences of being in late stage of COPD.
• This paper explores how patients with severe COPD experienced involvement in decision-making regarding noninvasive and mechanical ventilation.
• This paper contributes to a broader understanding of how nurses can comfort and care for the patients in the late stages of COPD.
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| 583 and complication (Mas & Masip, 2014) . However, mask treatment is often challenging for patients as it can exacerbate breathlessness, anxiety, claustrophobia, thirst, exhaustion, sleeplessness, communication difficulties and delirium, and the mask can create pressure, heat and noise (Torheim & Gjengedal, 2010) . In the later stages of the disease, treatment with NIV might also prolong suffering, not to mention the dying process itself. Legal regulations in Norway and most other Western countries emphasise a patient's right to be heard and to participate in decisions about medical treatment and nursing care. Hence, patients with severe COPD have a legal right to be involved in making decisions about their treatment options and about goals related to the development of their illness. Decisions should be based on interdependence and trust between patients and their caregivers (Norwegian Directorate of Health 2012). In the medical context, trust refers to the expectation of patients that caregivers will perform their responsibilities with a certain level of competence and responsibility and will make patients' welfare their highest priority (Carter, 2009) . Implicit in these criteria are the further expectations that all responses will be sensitive and caring and that caregivers will encourage open and honest communication (Skirbekk & Nortvedt, 2011) .
It is reasonable to expect healthcare personnel to act appropriately and in the best interests of their patients (Mechanic & Meyer, 2000) . However, studies have shown that healthcare personnel rarely engage in dialogue with patients with COPD about decisions regarding end-of-life care (EOLC), even though most patients seem to want to participate in these decisions (Carlucci et al., 2016; Philip et al., 2012; Spathis & Booth, 2008) . Limiting intensive treatment (NIV or MV) of patients with serious deterioration of COPD is closely associated with EOL decision-making and EOLC. Decisions about whether an older patient with late-stage COPD will benefit from NIV or MV treatment or whether the time has come for palliative treatment are complex and must be based on individual reasoning in each particular situation.
Ethically, as well as legally, knowledge regarding patients' values and preferences, along with adjusted patient information, is critical when making EOL decisions. When a patient's condition is stable following an acute episode, discussion about that patient's long-term goals in the context of end-stage illness can be initiated readily, although it is very rare (Gaspar et al., 2014; Jerpseth, Dahl, Nortvedt, & Halvorsen, 2016b; Jerpseth et al., 2016a) . As patients with severe COPD rarely have planned palliative care, older patients with severe COPD often die in hospital during a period of acute exacerbation without having had the opportunity to express their choices or wishes regarding EOLC (Jerpseth et al., 2016b; Lal & Case, 2014 ).
Lack of knowledge concerning patients' preferences may also lead to under-or overtreatment (Halvorsen, Forde, & Nortvedt, 2009 ).
Providers are increasingly emphasising ACP for patients with COPD. ACP may be a way to prioritise and coordinate healthcare services to meet their needs. Rather than pressuring patients to make binding decisions about treatment preferences, these discussions should allow them to be involved in decision about their care (Patel et al., 2012) .
The aim of this study was twofold: first, to explore the illness experiences of older patients with late-stage COPD and second, to develop knowledge about how patients perceive their preferences to be taken into account in decision-making processes concerning MV or NIV treatment.
| METHODS

| Design
To explore how older patients with late-stage COPD experience being seriously ill and perceive their involvement in decision-making, we applied a phenomenological experience-based perspective and a hermeneutic interpretation-based perspective. The purpose of phenomenological research is to acquire a deeper and richer understanding of people's experiences (Van Manen, 1997) . Hermeneutics is about how to achieve understanding and how phenomena have to be interpreted to be understood (Brinkmann & Kvale, 2015) . Individual interviews were conducted to understand the world from the participants' point of view, to unfold the meaning of their experiences, to interpret their lived world as related to being seriously ill and to determine the extent to which they were involved in relevant decision-making processes.
This study is a part of a larger qualitative research project on decision-making processes regarding NIV and MV for older patients with late-stage COPD. The research project includes two focus group studies with healthcare professionals, and one study, using individual interviews with patients [this paper] (Jerpseth et al., 2016a,b) .
| Recruitment and participants
Nurses who worked in the hospitals' outpatient clinics made the initial contact with the patients and recruited them. The patients received written and oral information about what participation in the interviews entailed, including the length of the interview, the place where the interview would take place and the aim of the study. They were also informed about confidentiality and reminded that they had the right to stop for any reason. One week after the initial contact was made, the first author (HJ) telephoned the patients who had indicated a willingness to participate in the study and provided them with further details about the project. All the invited patients agreed to participate in the study.
Written, voluntary informed consent was obtained from all patients prior to data collection.
Twelve patients from one university hospital and two district hospitals were recruited for this study. The sample size was determined following Brinkmann and Kvale's (2015) recommendation to interview as many informants as necessary to obtain the desired information (p. 148). After 12 patient interviews, the data were saturated and no new information emerged. Patients diagnosed with severe depression and/or anxiety, cognitive impairment and those who for other reasons that were not able to give informed consent were excluded from the study. The demographic and medical characteristics of the participants are detailed in Table 1 .
| Ethics
Permission to conduct the interviews, as well as to collect and store sensitive data, was obtained from the institutional review boards of the participating hospitals and the Regional Committee for Medical
Research Ethics (REK) (ref. 2012/618). All information was stored
confidentially. The analyses were carried out using de-identified transcripts. The participants all gave their written, voluntarily, informed consent. Because the participants were vulnerable, the interviewer paid particular attention to their emotional and physical reactions to the interview questions. When approving the study, the ethical committee noted that the interviewer (HJ) was an experienced nurse, who was able to make judgements about the informants' condition during the interview. The interviewer had the opportunity to call the hospital polyclinic nurse, who knew the patients well, if there was any cause for worry.
| Data collection
Data were collected from January to June 2013, using a semistructured interview guide (Appendix 1). The 12 interviews were conducted in person by the first author (HJ) either in the participant's home (n = 10) or in a nursing home (n = 2). The mean duration of the interviews was one hour.
Each interview started with the participant being asked to describe their experience of being a patient with severe COPD and their perceived involvement in decision-making. The questions were asked openly to encourage the participants to share their stories (e.g., how do you feel about being involved in decisions about your treatment in future?) The structure and meaning of the text were then jointly produced by the participant and the researcher (Brinkmann & Kvale, 2015) . The interviews were guided by the research questions, but participants also followed up on the questions, often giving important information spontaneously. To avoid leading questions, which can threaten the trustworthiness of qualitative interview data (Brinkmann & Kvale, 2015) , the questions were formulated to avoid yes or no answers. Answers were also followed up by open questions such as "Can you tell me some more about this?" The participants' statements were validated by asking questions like "Do I understand you right when. . .".
All the interviews were audiotaped and transcribed verbatim by the first author, and no identifiers were included.
| Data analysis
All authors were involved in the analysis. In analysing the data, the researchers switched back and forth between the three interpretative contexts described by Brinkmann and Kvale (2015) Characteristics  P1  P2  P3  P4  P5  P6  P7  P8  P9  P10  P11  P12   Age  63  87  71  65  64  67  68  70  74  82  64  67 Gender Disease years  7  5  15  10  8  5  10  10  14  20  15  15 NIV/MV previous year
Hospitalised previous year 2 2 5 12 5 7 10 2 5 3 4 5 P = patients; F = female; M = male; MA = married; D = divorce; LA = living alone; and W = widow/widower.
anaesthesiology. The first author (HJ) listened to all the audio files twice and transcribed seven of the interviews, while an experienced typist transcribed the other five interviews. All authors then read the transcribed interviews to get a sense of the whole before discussing the material and agreeing upon the three main themes and four subthemes. The coding process was data driven and involved organising the text according to codes developed from the data itself in an inductive process (Brinkmann & Kvale, 2015) .
| FINDINGS
The participants were aged between 63 and 87 years. There were seven women and five men, all of whom had been diagnosed with severe COPD.
The first two main themes are associated with the patients' experiences of being seriously ill and their experiences of being treated with NIV. The third main theme includes the findings related to the patients' experiences of inclusion in decision-making processes (see Table 2 ).
| Loneliness of the illness
The participants reported a high symptom burden in addition to functional impairments. All the participants described their quality of life as very poor, reporting difficulty of breathing, pain, anxiety, social isolation and loneliness. They described their lives as very unpredictable, with their health changing on day-to-day basis. They were most frightened by episodes of exacerbations, and they felt like they were living on borrowed time. 
Main themes Subthemes
Loneliness of the illness Fragile life of breathlessness, pain and anxiety The ventilation mask-a bother and a lifebuoy Social isolation and loss of previous life
Lack of empathy and trust
Ignored and excluded from making decisions about care and treatment
Talking about the prognosis, death and dying (mean = 11 years). The COPD had gradually worsened and limited their lives in fundamental ways. Eight of the twelve participants used fixed oxygen at home, which they described as a practical challenge that left them housebound:
Breathing is one of the basic needs, but I cannot do it without help. So my life has become very fragile and I am scared.
Participants mentioned the disease itself, especially the breathlessness, as the reason they lacked energy. When comparing their
current situation with what their lives used to be like, they described a feeling of loss. To avoid exercise-induced breathlessness, they stayed away from activities that trigger breathlessness and thus avoided exertion. All the participants experienced that their physical activity was impaired by breathlessness. As a result, they all experienced a deterioration of functional and social status.
Every action had to be planned and normal activities such as dressing, showering and preparing a meal were all described as tiresome. In this scenario, their social lives were reduced to a minimum: 
| Lack of empathy and trust
The participants reported little memory of their most recent hospital admissions for acute exacerbations, including intensive care admissions and ventilation support. Some of them described "waking up" on NIV several hours or days after hospitalisation. They described this situation as creating a lack of control and a sense of vulnerability. Several participants expressed that they no longer had confidence that anyone would ask them about their own feelings concerning the severity of the disease: I do not think I will live for much longer, but no one has told me that my life will soon be over. Death itself is not frightening, but the idea of suffocating is. I have tried to ask a physician, but he said that I will be unconscious before I die. I do not know how long I have to struggle before I go unconscious.
(F 65)
Two of the participants took it for granted that the physicians were the ones who should decide on the course of the treatment, and they were confident that the doctors were doing their best.
The other ten wanted to play a part in the decision-making pro- In summary, the participants described negative experiences and feelings of unhappiness. However, some patients gave the impression of having somehow come to terms with both their illness and their fate.
| DISCUSSION
The aim of this study was to explore the illness experiences of older patients with severe COPD and to develop knowledge about how patients perceive their preferences to be taken into account in decision-making processes concerning MV/NIV treatment.
The participants in this study described life with late-stage COPD as fragile, burdensome and frequently interrupted by unpredictable and frightening exacerbations. These findings are consistent with those of other researches (Janssen et al., 2015; MacPherson et al., 2013; Patel et al., 2012) . Treatment with NIV brought forth a wide range of feelings and tension. The participants described the sensation of this treatment as being at the threshold between life and death. These experiences correspond with research that describes how patients adapt to NIV (Haugdahl et al., 2015; Smith et al., 2012; Sorensen et al., 2014; Torheim & Kvangarsnes, 2014) .
In contrast to the findings in those studies, where the results showed that patients perceive healthcare personnel as trustworthy, our findings showed that some of the patients did not have confidence that the healthcare personnel would act in their best interest.
These feelings of distrust implied powerlessness and disempowerment for patients in our study.
The empirical data showed that the majority of participants wanted information regarding their prognosis and future disease management, which corresponds with other findings (Bereza et al., 2015; Philip et al., 2012) . However, the most striking finding of our research was the patients' unmet need for care and communication All the participants experienced that neither their nurses nor their physicians invited them to participate in a dialogue where openness, consolation and hope for relief were themes. Instead of dialogue, some participants described a one-way flow of information where they were informed "what the physician thought was in their best interest," which left them feeling helpless about their worries and questions. While this lack of communication might reflect a lack of knowledge about the importance of taking patient preferences seriously, such a conclusion seems unlikely considering these patients' obvious vulnerability.
These patients' experiences of the healthcare personnel's paternalistic attitude regarding treatment and care corresponded with our findings when we interviewed physicians and nurses who care for patients with COPD in both pulmonary and intensive care wards (Jerpseth et al., 2016a) . Moreover, the nurses, who often knew the patients well, rarely took part in treatment-related decisions, nor did they communicate with the patients about themes related to their treatment and care options. Such lapses in communication may lead to further weakening of the patient's voice in decision-making (Jerpseth et al., 2016b . The prognostic uncertainty associated with end-stage COPD-combined with the desire to maintain hope, the fact that patients are in acute need of help and the assumption that information can cause harm to patients, prevents healthcare personnel from initiating necessary conversations. Another important consideration is the difficulty of determining when to raise the issue of EOLC, together with the fact that proactive palliative care for patients with COPD is still not well organised (Carlucci, Guerrieri, & Nava, 2012) .
Research has shown that older patients with COPD seldom express their desire to receive information and to be involved in decision-making regarding their treatment (Lowey, Norton, Quinn, & Quill, 2013) . This corresponds with our findings. The patients' silence might be interpreted as a lack of desire to discuss their prognosis, treatment and goals with their clinicians in an attempt to use displacement behaviour as a coping strategy. However, patients' silence might also be related to their poor physical condition, their acute situation when hospitalised and their feelings of being ignored.
The interviewed patients experienced cycles of intermittent exacerbations along with declining health and decreasing functional status. When they were hospitalised, they received medical assistance in the form of MV and NIV treatment that eased their breathing problems in the "here and now." The patients lacked clarity on and understanding of both the course and prognosis of COPD, and the rationale behind using MV and NIV. They had no or very limited knowledge about any other treatment or care options that might have eased their suffering. The patients were not offered palliative treatment with oxygen and opioids, despite robust evidence of this treatment's effectiveness in the management of breathlessness (Boland, Martin, Wells, & Ross, 2013; Varkey, 2010) . Treatment with NIV plays a definite role in the management of acute hypercapnic respiratory failure and acidosis, but its usefulness in relieving dyspnoea at the end of life has still not been adequately documented (Mas & Masip, 2014; Smith et al., 2012) .
In order to make informed decisions about their own care, patients must be able to understand the information that is given to them and freely communicate their wishes and values to caregivers (Beauchamp & Childress 2013) . The participants in our study had poor recollection of their acute hospital experiences. Due to the acute and serious nature of these hospitalisations, the patients had a limited ability to partake in complex discussions, and it is therefore reasonable to believe that their decision-making capacity was reduced. However, none of the participants had talked to their providers about prognosis, goals for treatment and care when their condition permitted such a dialogue. ACP with regular discussions in the nonacute phases of the disease may be one way to create dialogue with patients, their next of kin and healthcare personnel. The themes addressed in these discussions should be prognosis, goals for treatment and care (MacPherson et al., 2013; Patel et al., 2012) .
Studies have shown that patients with chronic illnesses consider their physician's involvement in their illness to be important for establishing trust in the healthcare system (Skirbekk, Middelthon, Hjortdahl, & Finset, 2011) . The relationship between patient and healthcare personnel is based on the two parties having complementary roles: patients are in need of help and care, while the healthcare professionals are able to provide help and care. Such relationships are based on trust, and the paradox of trust is that it cannot grow without one party first taking the risk of placing its trust in the other (Carter, 2009) . The patients in this study experienced a lack of familiarity and interaction with both the nurses and the physicians, mak- However, because these issues are sensitive and highly emotional, patients might choose to remain silent rather than putting themselves at risk of being rejected or ignored. This attitude is reinforced by the healthcare system, on which they increasingly depend but which has failed to effectively advocate for their needs. The choice to remain silent may weaken patients' autonomy, and they consequently may be viewed with a paternalistic attitude and excluded from participating decision about their own health condition.
| LIMITATION S OF THE STUDY
As this is a qualitative study, the number of participants is relatively small, and all the data were collected in one country in Western Eur- This study is a one of three substudies dealing with the same themes, namely decision-making processes regarding older patients with late-stage COPD. We had already interviewed nurses and physicians who work daily in respiratory and intensive care units.
These interviews highlighted complementary aspects of the same phenomenon (Jerpseth et al., 2016a,b) , thereby allowing us to triangulate our findings (Creswell, 2012) . At the same time, our preconceptions were influenced by the previous research demonstrating that the physicians and the nurses did not consider it important to include patients in decision-making processes. However, we aimed to maintain a balance between staying close to the theme as an essential part of the generating of understanding and striving to be sensitive to unavoidable preconceptions, which involved reflexive objectivity (Brinkmann & Kvale, 2015) .
| RELEVAN CE TO CLINICAL PRACTICE
For healthcare personnel to be able to provide competent care to patients with late-stage COPD, it is essential that they understand how these patients experience their illness. Our most striking finding was that patients had unmet needs for both care and communication 
| CONCLUSION
Our findings indicate that patients with COPD are highly vulnerable and hence have complex needs regarding care and treatment. This study indicates that neither their need for adequate information about prognosis and diagnosis, nor their needs to be included in decision-making processes are met. These patients are in need of proactive palliative care planning that should start early in the disease alongside curative treatment. Because unpredictability is a major challenge of COPD, they need to know what they can expect in terms of the involvement, compassion and care from both physicians and nurses according to their situation. Finally, although this research provides no evident answer, it would be interesting to know whether the observed lack of moral responsibility among healthcare personnel resulted from a lack of moral perception, a lack of concern for patients' well-being or both. Being able to see what is at stake for another person-the patient, in this case-is recognised in moral theory as a basic requirement of moral action and is a basic requirement of moral action and responsibility (Blum, 2009; Nortvedt, 2016; Vetlesen, 1994) . The failure to respect patients observed in this study goes beyond current bioethical concerns about respecting patient autonomy, demonstrating instead a lack of receptivity to patient experiences that may be call for a lack of moral perception.
It is noteworthy that the vulnerability that is so apparent in these patients' stories is not recognised by the professionals in charge of their care. It will be important for future research to also investigate what causes such failures of moral perception.
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